Introduction
Epilepsy is the most common chronic disabling neurological condition in the UK. It affects between 260,000 and 416,000 people in England and Wales. 1 Approximately 29% are women of childbearing age. 2 Seventy percent of affected people could become seizure free with optimal antiepileptic drugs (AEDs). 3 There has been an abundance of published documents exploring aspects of women's issues including preconceptual care, antenatal, intranatal and postnatal care. [4] [5] [6] [7] However, there has been no published research specifically on caring for a baby if you have epilepsy. Nevertheless there is some literature Seizure (2008) Summary Women with epilepsy who were service users of Epilepsy Action in the United Kingdom (UK) completed a questionnaire on the risks of caring for their baby and whether they were provided with useful information on fulfilling their caring role (Epilepsy Action is the trading name of the British Epilepsy Association a major UK charity for those with epilepsy).
The cohort of 84 all reported some problems. The following were rated as being the most problematic; caring for their baby outside the home and bathing, whereas breastfeeding was rated as much less problematic. Some problems were rated as severe, which meant some babies were put at undue risk.
Approximately 50% had been provided with information about caring and managing risk. Eighty-six percent found this information useful.
The main conclusion is that more extensive, well-planned research is needed on this topic. There is virtually nothing in the academic literature to guide practice and this is needed. Present guidelines tend only to cover what the women rate as less problematic, e.g. breastfeeding, whereas what they rate highly problematic is often not covered. This needs attention in updates. # 2007 British Epilepsy Association. Published by Elsevier Ltd. All rights reserved.
written by UK charities that provides advice on ''caring''. [8] [9] [10] The situation for mothers with other chronic conditions seems to be similar. We searched both the academic and voluntary sector literature covering multiple sclerosis and diabetes. Like epilepsy it seems to concentrate on the medical issues (antenatal and intranatal) and postnatally only breastfeeding, plus medical management issues for the mother, e.g. fatigue management in those with multiple sclerosis.
11 -16 We found virtually nothing specific on ''caring'' for the baby 11, 12 and nothing on assessing risk whilst caring for babies.
The primary aim of this study was to investigate if mothers' with epilepsy have experienced problems or not when caring for their offspring and to what severity. The secondary aim was to ascertain whether relevant information was given and if it was useful or not.
Methodology
A small focus group of six women with epilepsy was asked about ''caring'' issues after their baby was born. The specific aspect of ''caring'' they were asked to think about was, ''risk''. The issues they outlined were then used to develop a questionnaire. Nothing they mentioned was left out and a couple of issues that the authors found surprising (Obtaining a nursery place for your child/children? Obtaining a school place for your child/children?) was left in. The questionnaire was then trialled with another six women with epilepsy and updated.
Epilepsy Action (the trading name of British Epilepsy Association, a UK charity that supports people with epilepsy) was approached about the feasibility of helping with the distribution of the final questionnaire. Two methods of distribution were agreed:
(1) Women with epilepsy who had enquired about ''child issues'', but not definitively ''caring'', over the preceding 12 months were identified from Epilepsy Action's Helpline records. The 120 identified women were contacted by Epilepsy Action using a letter with the questionnaire enclosed. A reply paid envelope was included to help facilitate a response. (2) An electronic version of the questionnaire was advertised and made available for completion on the Epilepsy Action website.
Replies were collated by the research team. There were 93 responses from both sources and nine were excluded due to ineligible data, leaving the cohort of 84.
We know nothing about non-responders or the response rate as we do not know how many women with epilepsy who have a child accessed the Epilepsy Action website during the period that the questionnaire was available.
All data was analysed using SPSS for Windows 13.0.
Sample characteristics (N = 84) Age The women's age range was 19-45 years with a mean of 32 years and a standard deviation of 5.7.
Children Eighty-nine (94%) women had one or two children.
There was a range of 1-5 and a mean of 1.6 and a standard deviation of .795.
Marital status
Eleven (13%) were single, 72 (86%) were either married or lived with a partner and 1 (1%) was divorced.
Employment Thirty-five (42%) were employed and 48 (58%) were unemployed.
Seizure types (1)
Eighty-two (98%) people provided information on the primary seizure type that they had. This was as follows (Table 1) :
Seizure types (2) Twenty people (24%) also provided details of a second seizure type they had. This was as follows (Table 2) :
Seizure frequency All 84 (100%) provided details of their seizure frequency (Table 3) . 
Results

Caring for their child alone
Eighty women (95%) had cared for their child alone during the day-time. Forty-three (53%) had cared for their child alone at night-time. Interestingly out of the four women who did not care for their child alone during the day-time, 2 (50%) were seizure free. All the women who had 4-6 seizures per week or over (N = 12 [14%]) had cared for their children alone during the day-time.
During the night-time, not unsurprisingly it was the women who had the more frequent seizures who were less likely to care for the child alone ( p = .019). Twenty-five (30%) women with ''cluster'' seizures were excluded from this calculation, because we did not have details of when their ''clusters'' happened (Table 4) .
Did you experience any problems with caring for your baby because you have epilepsy? (See Tables 5 and 6) All the women were asked to rate the problems they had with each of the following activities.
Outside activities; Bathing baby; Carrying/holding baby; Safety and feeding baby; Breastfeeding; Pushing a baby/toddler in a pram/pushchair; Attending mum and toddler group; Obtaining a nursery place for your child/children and Obtaining a school place for your child/children. The four rating categories offered were: ''None''; ''Slight''; ''Some'' and ''Serious''. The score for each category was estimated as follows: ''None'' had a score of 1, ''Slight'' had a score of 2, ''Some'' had a score of 3 and ''Serious'' had a score of 4. These ratings were then multiplied by the number of respondents in each rating category. The Total Score was generated by adding together the scores in each rating category for each activity (see Table 5 ).
A mean ''problem'' score was produced by dividing the total score by the total number of respondents (N) for each activity (see Table 6 ).
The final column shows a league of problem rating, i.e. outside activities was rated as the most problematic (see Table 6 ).
Provision of caring information
All the women were asked if they had been provided with caring information on the topics in Table 7 . Approximately 50% of the women had been provided with information in each category (range 46-58%) ( Table 7) .
Was the information provided useful?
Of the women who were provided with information approximately 73% found it useful (range 69-76%) ( Table 8) .
Discussion
Due to making the questionnaire available on Epilepsy Action's website we cannot report an overall response rate, but the two distribution methods produced a good-sized cohort of women. We know nothing about the women who did not respond.
As with many other studies that have used Epilepsy Action's membership or service users this was a high seizure frequency cohort. [17] [18] [19] Only 20% of the women were seizure free against a well recognised average of 70%.
1 At 70%, there was also a slightly high or normal percentage of women who had tonic-clonic seizures, dependent on the previous studies you consider. 20, 21 It is probably logical to argue that women who have tonic-clonic seizures might have greater ''caring'' and ''risk'' problems than those with simple partial seizures, who retain consciousness. Also, their seizures will often be followed by a medium or long period of recovery, where their child may be unsupervised. Despite this high seizure frequency and a very slight predominance towards tonic-clonic seizures the following data would suggest these women were similar to the female UK population in certain ways.
Ninety-four percent of the women had one or two children and the mean was 1.6. This mean is only slightly less than the United Kingdom (UK) mean of 1.8. 22 Forty-two percent were employed. This compares quite closely with the 48% of women in the UK who report undertaking paid work in any given week. 23 Thirteen percent were single and 86% were married or co-habiting. This compares to UK general figures of 20% and 59% respectively. 24 The main emphasis of this study was to try and find out how problematic certain ''caring tasks'' were for women with epilepsy. The two highest problem-scoring categories were taking the baby outside the home and bathing baby, probably meaning these are the two issues that health professionals should always be trying to provide constructive information on. Advice on the latter is generally available from epilepsy charity booklets, [8] [9] [10] but the former is a very non-specific problem, i.e. people leave the home for many reasons, at different times and for different lengths of time. Providing general advice therefore, is very difficult.
''Caring'' alone at night is probably perceived as being more problematic than during the day. This is perhaps more psychological than truly practical? Nevertheless, the data did show that mothers were more likely to be alone with their babies during the day and not unsurprisingly the mothers with more frequent seizures were very, very unlikely to care for their baby alone during the night. These findings emphasise the importance of ''family'' for mothers with epilepsy, be that a husband, partner or other relations.
Out of all the rated problems, breastfeeding and its safety has probably had the most publicity. It is therefore interesting that it scores so lowly as a problem. Is it because the publicity has generated more information provision enabling the women to make informed choices or is it because they simply do not see it as a problem? It would be encouraging to think it was the former, but this is probably not so, because 58% (81% found it useful) of women received information about breastfeeding and a similar number 54% (87% found it useful) received information about bathing, yet bathing still rates highly on the ''problem scale''. Sadly, as with other matters, perhaps the professionals, because of all the drug information they receive and the Department of Health's initiatives on breastfeeding, rate the problem more highly than do patients who see ''social'' medicine as more of an issue?
All the women were asked if they had been provided with the following caring information: safety when bathing their baby; safety when feeding baby; safety when carrying/holding baby and whether to breastfeed. Approximately 50% of the 46 J. Bagshaw et al. 25 guidelines and the academic press. Due to their contact with Epilepsy Action these women could be regarded as a group who actively seek information, therefore it could reasonably be argued that they are more likely to ask health professionals for information. So, could the provision of information figure be even lower in general; a cause for concern.
Those who were given information frequently found it useful (approximately 73% of the time). This emphasises the importance of health professionals finding the time to provide advice. Breastfeeding information was provided the most, but interestingly it was least likely to be regarded as useful. Unfortunately, we do not know the reason for this.
We used many methods to search the academic literature, but could find no previous research publications on the exact topic we were investigating, so the ''pilot'' work discussed here definitely deserves more attention in the future. The results have implications for service provision, both in hospital and primary care. The NICE 1 and SIGN 25 guidelines both have specific sections on the management of women with epilepsy. The SIGN 25 guidelines simply mention that caring issues should be covered, but does not offer any specific advice. Appendix ''D'' of the NICE guidelines 1 does include a fairly detailed section covering: general safety, overprotection, feeding, bathing, changing baby, carrying baby, inside the home, outside the home and safety of medicines. This is good general advice, but there is nothing covering how to make individual decisions based on seizure type, seizure pattern, seizure predictability, etc. This probably needs addressing in future updates. Interestingly, this also seems to be the case for other chronic conditions like multiple sclerosis and diabetes, with the possible exception of Graham's book. 12 There is a need for more research and literature on specific risk management. Preferably this should be about promoting logical self-assessment of risk. The highest rated problem topic ''taking the baby outside the home'' is so non-specific in what risks might be relevant for any given task that it is only the mother and her partner, where relevant, that can make any decisions. This literature should certainly have sections on: risk assessment for specific tasks, e.g. pram/buggy safety and bathing; seizure predictability, i.e. whether a person has an aura, ''trigger'' or specific ''pattern'' to their seizures and what ''extra'' might be needed to reduce the risk, e.g. new technology, altering an environment or additional supervision. This literature will need a lot of thought and planning in order to be practically useful.
Conclusion
The main conclusion of this study is that more extensive, well planned research is needed on this topic. There is virtually nothing in the academic literature to guide practice and this is needed. Epilepsy is not alone in this as the situation appears very similar for other chronic conditions like multiple sclerosis and diabetes.
Women with epilepsy do have problems when caring for their baby and sometimes this is severe, probably putting their baby at undue risk and/or restricting what activities they do with their baby.
Present guidelines tend only to cover what the women rate lower as a problem, e.g. breastfeeding. Whereas what they rate highly problematic is often not covered. This needs attention in updates. However, how do you provide advice in a guideline if you have no published research to relate to?
Lastly, there is a need for good literature on self assessment of risk. Not an easy task, but something women with epilepsy, the voluntary and statutory sectors should be working on together for the benefit of all concerned.
